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ABSTRACT 



In response to the development of a National Children's 
Agenda (NCA) to improve the well-being of Canada's children, this document 
presents specific policy goals to ensure the inclusion of children with 
disabilities and their families in the NCA. These goals include: (1) 

establishing inclusive values, rights and approaches for healthy child 
development; (2) enhancing family economic security; (3) ensuring needed 
child and family supports at home and in the community; (4) fostering 
inclusive communities; and (5) strengthening civil society. It is argued that 
achievement of these five policy goals would provide the conditions for 
children with disabilities and their families to be fully included in 
Canadian society. Following sections identify what these goals mean, why each 
goal is important to including children with disabilities, what is needed to 
achieve the goals, and strategies to be pursued. Guidelines are then provided 
for building an inclusive NCA, including ensuring a policy framework that is 
cross -departmental and cross -governmental and identifying stepping stones for 
longer term reform. Appendices include a position paper calling for the 
inclusion of all children in the NCA, research findings on supporting 
families "with children with disabilities, and key ingredients for community 
services. (CR) 



Reproductions supplied by EDRS are the best that can be made 
from the original document. 
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AGENDA FOR ACTION: POLICY DIRECTIONS FOR CHILDREN WITH DISABIUTIES AND FAMIUES 




FOREWORD 



The federal and provindai/territorial 
governments are developing a National 
Children's Agenda (NCA) — a "comprehen- 
sive strategy to improve the well-being of 
Canada's children." (Speech from the Throne, 
September 23, 1997). It will be an action 
plan to guide and coordinate specific 
policies and investments on services and 
benefits to children. A vision and broad 
goals for the NCA were laid out in "A 
National Children's Agenda: Developing a ' 
Shared Vision". The vision emphasizes that 
all children should be valued as individuals, 
given opportunity to reach their full 
potential, be respected and protected, and 
be nurtured to contribute to society as they 
grow. Four goals for children's development 
are outlined to realize this vision — good 
health, safety and security, success at 
learning, social engagement and responsibi- 
lity. 

As families who have children with 
disabilities began learning about The 
National Children's Agenda they became 
concerned. The vision and broad goals of 
the agenda seemed to hold the promise of 
inclusion. But the assumptions and 
measures of healthy child development in 
various background documents equated 
disability with disease, and set standards for 
development that many children would not 
be able to reach. 



In response, families issued a loud and 
resolute call — "Don't exclude our children" 
(See Appendix A). As federal and provincial 
governments and the voluntary sector meet 
to further develop the NCA, and the recent 
Early Childhood Development Initiative, the 
time is ripe to advance a set of policy goals 
and strategies to ensure that all children are 
included. This document aims to do just 
that. 

The document presents a distillation of 
research findings and policy directions that 
The Roeher Institute has developed in the 
course of its work, notably in this Children 
and Families Series. The document is 
intended for use by government officials, 
parents, voluntary-sector organizations, 
employers, community groups — all the 
stakeholders in the well-being of Canada's 
children. 

We would like to thank the parents, 
researchers, health professionals, advocates, 
policy anal3^ts and others whose expertise 
and insights we have had the privilege to 
draw upon in developing this text. 

Cameron Crawford Michael Bach 

President Vice President 



er|c 



7 



vii 



AGENDA FOR ACTION: POLICY DIRECTIONS FOR CHILDREN WITH DISABILITIES AND FAMILIES 



I. 

IIUTRODUCTIOni 



This document draws on a number of 
sources: recent research by The Roeher 
Institute on children with disabilities and 
their families that included consultations 
and interviews with families from across 
Canada, analysis of demographic surveys 
and review of current policies (see Appendix 
B). In addition, it draws on the directions 
suggested in a number of research studies 
and policy proposals for child and family 
policy in Canada. As well, it draws on the 
"Voices of Families" — stories, concerns and 
hopes that families across Canada shared in 
a series of community meetings convened by 
the Canadian Association for Community 
Living. 



The document lays out: 

• links to other social policy initiatives 

• specific policy goals to ensure inclusion 
of children with disabilities and their 
families in the National Children's 
Agenda (NCA) 

• why these goals are important and 
strategies to achieve these goals under the 
NCA 

• guidelines for moving policy 
development forward under the NCA. 
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AGENDA FOR ACTION: POLICY DIRECTIONS FOR CHILDREN WITH DISABIUTIES AND FAMILIES 



II. 

LINKS TO OTHER SOCIAL 
POLICY INITIATIVES 



Moving forward on the National Children's 
Agenda will prove effective in creating a 
more valued place in Canadian society for 
children with disabilities only if it is 
effectively linked with, and informed by, 
other social policy initiatives. 

• In Unison, a recent accord of federal and 
provincial/territorial governments (except 
for Quebec) provides a "blueprint" for 
policy development in the area of 
disability.^ It makes an intergovernmental 
commitment to "full citizenship" of 
people with disabilities and identifies 
three "building blocks" to guide policy 
development — disability supports, 
income supports and employment 
supports. It states that in order to secure 
the vision of full citizenship a "healthy 
infrastructure of disability organizations" 
is needed.^ 

• The Social Union Framework Agreement 
lays the ground rules for how the federal 
and provincial/territorial governments 
will work to establish a social policy 
framework for Canadians. A stated 
principle of the Agreement is for both 
levels of government to "work in 
partnership with individuals, families, 
communities, voluntary organizations, 
business and labour, and ensure 
appropriate opportunities for Canadians 
to have meaningful input into social 
policies and programs."^ 

• The Federal Disability Strategy is consistent 
with In Unison and the Social Union 
Framework Agreement in its focus on broad 
principles and process for reform. It 

^ makes commitments to building a 



knowledge base for policy development, 
enhancing the capacity of the disability 
community to participate in policy 
development and maximizing policy 
coherence in the disability sector so that 
long-standing disincentives to citizenship 
and inclusion can be addressed.”* 

• Working Together sets out directions for 
collaboration between government and 
the voluntary sector. It acknowledges four 
key roles the voluntary sector plays in 
Canadian society — providing a vehicle 
for public policy dialogue, delivering 
services, engaging citizens "in the 
building of communities" and building 
links across diverse communities, 
cultures, regions and with other nations.^ 
It makes recommendations for 
strengthening capacity of voluntary 
organizations — locally, provincially/ 
territorially and nationally — so they can 
play their roles more effectively. 

Together, these initiatives affirm: 

• disability — first and foremost — is a 
matter of citizenship and human rights 

• a comprehensive approach to disability 
supports is required to secure citizenship 

• needed policy development requires 
involvement of both levels of government 

• collaboration in policy development is 
needed — involving disability and family 
organizations, the voluntary sector, 
employers, community groups and 
governments 

• disability and family organizations must 

• be supported to actively participate. 



AGENDA FOR ACTION: POLICY DIRECTIONS FOR CHILDREN WITH DISABILITIES AND FAMILIES 




III. 

THE MEED FOR MORE 
SPECIFIC POLICY GOALS 



The broad vision and goals of the NCA and 
the other social policy initiatives will help to 
secure the inclusion and value of children 
with disabilities only if more specific policy 
goals are agreed to. These goals are: 

• to establish inclusive values, rights, and 
approaches for healthy child development 

• to enhance family economic security 

• to ensure needed child and family sup- 
ports — at home and in the community 

• to foster inclusive communities 

• to strengthen civil society. 



Achievement of these five policy goals 
would provide the conditions for children 
with disabilities and their families to be 
fully included in Canadian society. An 
inclusive National Children's Agenda must 
profile these goals and indicate how they 
will be achieved. 

The following charts identify: 

• what these goals mean 

• why each goal is important to including 
children with disabilities 

• what is needed to achieve the goals 

• strategies to be pursued. 
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AGENDA FOR ACTION: POLICY DIRECTIONS FOR CHILDREN WITH DISABIUTIES AND FAMILIES 



Needed Policy Goals 


What it Would Mean to Achieve 
this Goal 


, - •/, •; ■' 'I 

To establish inclusive values,' rights and 
approaches for healthy child development 


All children would be valued equally, regard- 
less of genetic or other characteristics, and the 

HiQcjKlino Hj»rri#>rQ tKp\r Rpmani^prl fnr' 


. . - ■■ ■ It::;- ; ■: . - 

: '• iV- ■ .? i:? ==■■■::-■•' ' ',v 7' ■ ' ■■■:' ■ •:=* \ / ' ' ' 

.. . i.„. .. - 


their inherent dignity, the unique develop- ' 
mental potential and future contribution of 
all children- wpiild be. forefront/ - 


To enhance family economic security 


Child and family poverty would be elimi- 
nated. Labour markets, income support 
programs, workplaces and family supports 
would ensure adequate household income, 
and the flexibility to provide needed care and 
nurturing for all children. 


^ 'fy\ ' ' ,'.7\ 

To ensure neededchiidSand family:) v = 
supports — afhbm^ 

.community, / - j- ■ 'V 7 - 


.ChiidreriahH, families wouii alone,?) 

; without personal 'supports’ tp/meet needs and „? : 
/develpp capagties. Suppprts wopld be prp,T , 

, vided in a way that strengthens citizenship — 
flepdbility, responsiveness, portability of 
suppprts and difert accountabilifyTp families. . ■ 


To foster inclusive communities 


Communities — services and stmctures and 
informal social networks — would value and 
include all children and families. Generic 
community services, schools, health care, 
recreation and the built environment would 
be designed and would operate, inclusively. 


To ^trengthbtfcivir^^ ' "\- 

. •. ’ '£■:> ■■., iii-xris; a;; . ; ' ':l '* 

. . '• .■.'■■ V / T-- 
■ ■■ '■ ■■"■ '.>■ yyiiyfyi.'-.'. vr ■;■ ■. 

■.'.y-V'Iiy.y..-'' ' ■' .'■ T' ■ ■'■ • 

. ■ ' .. • •• ' •’*•• y-; .¥v:r> ..4* v: V*v . 

' ■ •■ -''.V'vlrB'': ■ -.y ;y . j-7 


.Thfcdemocratic parficipatibn/tliat'i^^^ 
'“dtizihbniKahd s6cial?eoHesibm 
)E)easion <makmg^in 5 ypluntai^agencies/f ya* 

yschPprsyihPspitalsaand govemment:bodies?i:s?i»f: 
rWoiiidyBe^ide 

f familyja.pw^ /paini j^orgahizatior^^ 

wbuld fe sfrengthened an^ participation -^ 

siinnnrtpd- '' 
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AGENDA FOR ACTION: POLICY DIRECTIONS FOR CHILDREN WITH DISABILITIES AND FAMILIES 

Establish Inclusive Values, Rights and Approaches for Healthy Child 
Development 




Why this goal is important 

The current framework of healthy ' 
child developrrient equates disabi- . 
lity with disease, and establishes >>!; • 
'Teadiness to learn"dndicators of; 
language^ cognitive and physical ; ! 
dwelopm^ht.which.many children . 
with disabilities are uhable to meet, 




Because of this, children with dis- 
abilities are devalued, left powerless, 
denied opportunities to develop 
and left without the support they 
and their families require. 

For many, ;^e CO is family 

breakdownV parental ill-health, ; 
ove'rrepresentaftonsin child welfare ;; 
\^stems, neglect, abiise/an^ eyeri J -:;; 
^murder of children with disabilities. < 



Pressures to establish a "compas- 
sionate murder" defence and 
guidelines for "mercy killing" hide 
our collective failure to ensure all 
children are valued, protected, safe 
and supported. 



Strategies to pursue under the NCA 

1. Promote NCA in a way that includes positive 
messages about children with disabilities, arid , , : 
^at affirms a rnodel of child development base“d„;, 

' ; on "unique developmental paths'^ Recognize, ^ T ' 

. , with qifrent child development research; that ' 
each child has a "unique developmental path", 
arid ;thaf establishing fixed norms of diwelop- ; 
meritwill devalue some children, . ^ . 

2. Consolidate the knowledge base for this inclu- 
sive approach to healthy child development and 
revise "readiness to learn" indicators accordingly. 



3. : Develop clear guidelines for child development . 

services" (early iriteryention, parent resource ; 

: centres, child care, primary education) that;: ’ ; 
^emphasize inclurive yalues arid. rights and; 4, -'. ' f: 
: :: : indicate how to provide services that prorriqte, ' 
r and nurture unique deyelqpmental paths for all 
V children'.. ' ’ ' f'-" 

4. Ensure that compassionate murder defence and 
mercy killing are not used to justify taking the 
lives of children with disabilities. 



The vast expansion of gerietic rer T . 
search/screening and testing threat- ■ 
ens to "genetidze" and devalue 
children with disabilities even further. 



S. /Coritiriue working to ensure that children and 
youth with disabilities are heard in the justice . j 
system. 



Canada has not done well in 
securing the rights of children with 
disabilities — as indicated in a 
recent report on Canada and the 
UN Convention on the Rights of 
the Child. 



6. Prepare an intergovernmental response outlining 
how Canada will improve its record on children 
with disabilities under the UN Convention on 
the Rights of the Child, and meet its obligations 
under the Universal Declaration on the Human 
Genome and Human Rights to promote the 
principles of human dignity, diversity, unique- 
ness and rights regardless of genetic characteristics. 
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AGENDA FOR ACTION: POLICY DIRECTIONS FOR CHILDREN WITH DISABILITIES AND FAMILIES 

Advance Family Economic Security 



Why this goal is important 



Strategies to pursue under the RICA 



Almost 30% of children with 
disabilities live in poverty^i 



' i . Provide expanded parental leave for 
‘/ parents with a child with a disability, and 









i^employmentistandards to ensure, workplace 



'Ag/i/fi^bility for pareiits4/'>/iK;'''^^^^ 



They are twice as likely as other 
children to live in families where the 
main income is social assistance or 
another form of government or 
income transfer. 

/Their parents are twice as likely as , 
other parents to run but of money to 
buy food. , / •'// '’ , X ‘ ./!,/ 




Parents are more likely to leave 
paying jobs or take lower paying and 
less secure work when a child is bom 
with a disability in order to provide 
needed care. 



/Paid jobs that provide the needed 
/flodbility and supports to families ' 

afC^caTce^-rr:/ -/-r ./-x-.x . x:.,„ 



■,X'~X.„L 



Parents have faced exclusions from 
benefits and employer-based 
insurance because their child has 
a disability. 



2. Clarify and regulate that parents with 
children with disabilities cannot be 
discriminated against in employment 
practices — hiring, advancement, benefits 
and insurance coverage. 

3. Provide tax incentives,, information resources'^ 

. and training for eniployefs in supporting 
/ernployees who have children wifo ; ; /,, , ’ ' X 

disabilities. • ■'-'X.X 

4. As part of home care policy, recognize and 
financially support (e.g. through expanded 
tax and employment insurance measures) the 
unpaid work of caregiving for a child with a 
disability, where this means a parent stays 
out of the paid labour market to do so. 

5. Provide enhanced income benefits to parents; 

, . on sodal assistance CMing for children with X, 

; ; -/ disabilities; ensure that exemptionsrffpm . ' < 

/ XV^prkfare Ene pr6yided;,,and erisiire that ' X 
ihcpme.and assets’ tests do nbt/fufther / .< 

. undermine family security. and supports^^ ^ 

. (e.g. limiting home.ownership or car 
, ownership for eligibility ..purposes). 

6. Support parents on social assistance wishing 
to make the transition to paid work — 
through child care benefits, training 
allowances and home care supports. 
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AGENDA FOR ACTION: POLICY DIRECTIONS FOR CHILDREN WITH DISABILITIES AND FAMILIES 

Ensure Needed Child and Family Supports — at Home and in the 
Community 




Why this goal is important 


Strategies to pursue under the NCA 


Children with disabilities face physical 
and social barriers to inclusion in 
schools, recreation and the life of their 
communities. Social isolation often 
begins at a very young age for children 
with disabilities. 

As a result, their developmental potential 
is threatened. The future contributions 
they can make, with all the value that 
can bring, is placed at risk. 

Mothers caring for children with 
disabilities provide an average of 50-60 
hours per week in disability-related care 
in addition to domestic work, care of 
other children and work in the paid 
labour market. 

As a result, their health status tends to be 
significantly lower than that of other 
mothers, the levels of stress and 
"burnout" much higher. 

Families are unable to obtain the level of 
in-home and out-of-home respite and 
other supports they require. 

Families caring for children with 
disabilities are much more likely to 
break down than other families. 

Children with disabilities are highly 
overrepresented in child welfare and 
protection systems (at an estimate of 
over 50% in Alberta for example). 


1. Make planning supports available and 
accountable to families with children with 
disabilities to assist in creating a vision for 
a child's future, identifying needs, deve- 
loping personal networks and supports 
and accessing and coordinating services. 

2. Establish integrated, individualized, and 
flexible respite supports (in-home, out-of- 
home, associate family, emergency). 

3. Enable families to purchase or access 
needed personal supports, aids and 
devices and home adaptations in ways 
that ensure families exercise direction 
and control over supports. 

4. Reverse the trend to tighten eligibility 
criteria for in-home supports that increas- 
ingly restricts supports to those with 
"severe" disabilities — recognizing the 
costs that such restrictions bring — to 
mothers, expanded use of child welfare 
systems and institutionalization of 
children. 

5. Create funding mechanisms for in-home 
and community support workers to 
address the high turnover and inadequate 
supports resulting from low wages and 
benefits, lack of worker compensation 
coverage and inadequate training and 
professional development. 

6. Integrate planning supports and provision 
of in-home and community access sup- 
ports into home care policy development 
to ensure more universal coverage. 




AGENDA FOR ACTION: POLICY DIRECTIONS FOR CHILDREN WITH DISABILITIES AND FAMILIES 

Foster Inclusive Communities 



Why this goal is important 


Strategies to pursue under the RICA 


Governments, service systems, schools 
and community agencies continue to 
create communities that are exclusive. 

Individualizing needed personal 
supports (human supports, aids and 
devices, technological adaptations, 
home renovations, etc.) help to meet 
the needs of children and families. 

But this is not enough. Exclusion will 
persist unless community services — 
from schools to recreation to hospitals 
to transportation systems — exercise 
leadership for inclusion-practice and 
universal design. 

Only 1 6% of children with disabilities 
are taught exclusively in regular class- 
rooms. Almost 60% attend regular 
schools with var 5 dng degrees of special 
or segregated classes. One in ten are 
taught primarily in segregated classes or 
schools.® Evidence clearly shows that 
exclusionary education contributes to 
social isolation, limits developmental 
potential and diminishes respect for 
diversity. 

Some child development services 
demonstrate inclusive practice — 
including early child education, child 
care and parent resource centres. How- 
ever, this remains more the exception 
than the rule. 

Early intervention services and needed 
health support services (speech, physio, 
mental health) are essential. However, 
they are not universally accessible, 
coordinated, or integrated — home to 
community to school. 


1. Establish accessible, coordinated and inte- 
grated child development services — early 
intervention, child care parent resource 
centres, pre-school and school-based health 
support services. 

2. Ensure accessible childcare services includ- 
ing afterschool care for children with dis- 
abilities beyond the age of 12. 

3. Assist child development services in creating 
the "ingredients" of inclusive practice (See 
Appendix C). Regulate, invest in profes- 
sional development, create early identifica- 
tion and assessment tools consistent with an 
inclusive child development model and 
provide information and staff supports. 

4. Create a pan-Canadian legislative agenda for 
inclusive education that provides the means 
to vastly improve the record on the right to 
education. 

5. Make inclusive built environments a corner- 
stone of community infrastructure initia- 
tives. Provide the necessary enforcement of 
barrier-free guidelines and codes, and the 
information and resources needed. Use 
universal design principles. Encompass 
schools, parks, recreation centres, health 
services, transportation systems and child 
development services in such initiatives. 

6. Create focused community partnership 
initiatives to create shared leadership for the 
inclusion of children with disabilities. Use 
the recent national "Community Inclusion 
Fund" as a potential model. 
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AGENDA FOR ACTION: POLICY DIRECTIONS FOR CHILDREN WITH DISABILITIES AND FAMILIES 

5. Strengthen Civil Society 




Why this goal is important 


Strategies to pursue under the NCA 


The voices of families caring for 
children with disabilities have been 
heard to some extent, but their role in 
child and family policy and program 
development is very limited. 

Families face a piecemeal, fragmented 
incomplete system of supports and 
services, some of which entrench 
exclusion, some which advance 
inclusion. Strong family organiza- 
tions, with resources to participate in 
policy development, and to bring their 
understanding of the current limita- 
tions are needed. 

Policy and program development, and 
service delivery in child and family 
services, both generic and disability- 
related, are undergoing massive 
restmcturing. Health and social service 
authorities are regionalizing. Some 
provincially-fimded services are being 
downloaded to municipal levels. 
Organizations representing children 
with disabilities and their families 
have been weakened by cutbacks in 
recent years, making participation in a 
more localized policy development 
process more difficult. 

Community services — delivered by 
the voluntary sector — have not been 
fully democratized. The voices and 
concerns of families of children with 
disabilities have not been adequately 
represented. The same holds tme for 
school boards, recreation centres and 
health care facilities. 


1. Make democratization of communities — 
in ways that enhance respect for diversity 
and social cohesion — a "plank in the 
platform" of a National Children's Agen- 
da. Develop resources on democratic 
participation for use by child develop- 
ment services, schools and other 
community services. 

2. Develop educational and information 
resources to strengthen the "full citizen- 
ship" of children and parents. Widely 
distribute information about the rights of 
children and parents, and what these 
mean where disability is involved. 

3. Canvas family organizations representing 
children with disabilities to identify best 
practices in engagement in policy and 
program development, and needs for 
participation. 

4. Ensure family organizations are repre- 
sented at all levels of design and 
implementation of the National 
Children's Agenda. 

5. Create funding mechanisms to ensure 
adequate resources to provincial/territori- 
al and national family organizations to 
participate over the long term in the 
development and implementation of the 
NCA. The primary reliance on project 
funding is severely limiting the capacity of 
such organizations to provide needed 
policy advice, knowledge and perspective 
on the issues of children with disabilities 
and their families. 
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IV. 

MOVIIUG FORWARD — 
GUIDELiniES FOR POLICY 
DEVELOPMEIUT 



In order to move forward on the five policy 
goals, shared assumptions and commit- 
ments are key. All stakeholders — the 
voluntary sector, family organizations, 
governments, employers, community 
agencies — need to commit to the following 
guidelines as a starting point for building an 
inclusive National Children's Agenda: 

• Guidance by a principle of the equal 
value of all children, regardless of genetic 
characteristics, gender, ethnicity, race, 
religion, nationality, language, physical or 
intellectual disability is paramount. 

• No one measure, in any one policy 
domain, will create a comprehensive 
Children's Agenda. 



• Building a policy framework that is cross- 
departmental and cross-governmental is 
key. 

• Recognizing the shared responsibility of 
families, employers, communities and 
governments is essential. 

• Commitment by all stakeholders to a 
viable process for reform is a necessary 
condition. 

• Identifying what can be done in the short 
term, as stepping stones for longer term 
reform, will make for a viable Agenda. 

• Ensuring support to family and disability 
organizations so they can actively partici- 
pate in policy development is required. 



Endnotes 

‘ The In Unison Agreement was signed in 1998 by federal, provincial and territorial ministers responsible for social 
services. The Quebec government chose not to participate in the development or signing of the Agreement because it 
wishes to exercise control over disability-related policy and programs. 

^ See Federal/Provincial/Territorial Ministers Responsible for Social Services (1998). In Unison: A Canadian Approach to 
Disability Issues (Ottawa: Human Resources Development Canada). 

^ See A Framework to Improve the Social Union For Canadians: An Agreement between the Government of Canada and the 
Governments of the Provinces and Territories, February 4, 1999. 

See Human Resources Development Canada (1999). Future Directions. 

’ Canada. (1999). Working Together: A Government of Canada/Voluntary Sector hint Initiative (Ottawa: Voluntary Sector 
Task Force, Privy Council Office, Government of Canada). 

‘ Statistics Canada. (2000). "Diversity in the Classroom," Quarterly Review 2000, Volume 6(2); Canadian Institute of 
Child Health (1994). The Health of Canada's Children, A CICH Profile, 2'“* Edition, (Ottawa: Author). See also Canadian 
Institute of Child Health (2000). The Health of Canada's Children, 3rd Edition, (Ottawa: Author). 



o 




17 



AGENDA FOR ACTION: POLICY DIRECTIONS FOR CHILDREN WITH DISABILITIES AND FAMILIES 



APPENDIX A 

DON'T EXCLUDE OUR 
CHILDREN: INCLUDE ALL 
CANADA'S CHILDREN IN THE 

National Children's Agenda 



Parents and advocates of children 
and youth with disabilities 
respond: 

As parents and advocates of children and 
youth Tvith disabilities, we are responding to 
the federal government's National Children's 
Agenda and, in particular, to the Search for 
Potential Issues for the Centres of Excellence for 
Childrens Well-Being. We are alarmed that 
their current direction does not include or 
reflect the reality of children and youth with 
disabilities. Nor is the direction in keeping 
with treaty rights, the Charter of Rights and 
Freedoms and the United Nations Convention 
on the Rights of the Child. It ignores the 
social advances that have been made in 
Canada on behalf of people with disabili- 
ties. It places us in danger of losing what we 
have achieved for our children and youth, 
and puts the validity of their lives in ques- 
tion. 

Children and youth with 
disabilities shut out of initiative 

The Centres of Excellence as currently concep- 
tualised will not improve our understanding 
of children and youth with disabilities and 
what they need to develop in healthy ways. 
Both the conceptualisation of the initiative 
and the process of search for potential issues 
violate treaty rights and the Charter of Rights 
and Freedoms' promise of equal benefits. 



The issues identified in the Discussion 
Paper, Fostering Knowledge Development on the 
Health and Well-being of Children in Canada, 
are based on literature that, by definition, 
implicitly and explicitly excludes children 
and youth with disabilities from being 
considered healthy. This definition equates: 

• healthy child development with "normal" 
child development 

• disability with costs to the health care 
system, to the education system, to the 
community and social service system, to 
employers 

• children who are "Ready to Learn" with 
those who have physical well-being and 
"appropriate" motor development; emo- 
tional health and a positive attitude to 
new experiences; age-appropriate social 
knowledge and competence; appropriate 
language skills; and age-appropriate 
general knowledge and cognitive skills. 

Over all, the definition encourages health 
prevention measures to eliminate disability. 

Thus, the assumptions that underpin the 
Discussion Paper and other documents 
distributed in the Search for Potential Issues 
package of the Centres of Excellence for 
Children's Well-being are value-laden. They 
devalue the lives of all children and youth, 
and in particular those with disabilities. 
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Process excludes children and 
youth with disabilities and their 
famiiies 



As well, the very process of the Search for 
Issues makes it impossible to include discus- 
sion of the needs of children and youth with 
disabilities. 

• The process builds on a Framework for 
Knowledge Development that sets standards 
for health in the four main stages of 
"healthy" child development — standards 
a child with disabilities may never attain. 

• According to the Screens proposed for 
analysing issues, disability can be dis- 
cussed only as an issue, so that young 
people with disabilities are pathologized, 
and there can never be an informed 
discussion within the Framework of the 
needs of children and youth with disabili- 
ties and their families. 

• The Screen is problematic because, to 
measure progress, it requires the use of 
readily available indicators which are all 
based on standards of health that define 
disability as unhealthy. 

• In the Suggested Issues Areas and Sub-Issues 
for Platform Statements, disabilities — and 
hence children with disabilities — are 
positioned as undesirable. The discussion 
around the Issues and Sub-issues targets 
disability for elimination. A person with a 
disability is devalued, in an unconscion- 
able way, by the emphasis on costs to 
society associated with disabilities as the 
justification for preventing disabilities. 

• The list ofStflfeeko/de?s to whom the 
package, Search for Potential Issues, was 
distributed for feedback excludes most 
stakeholders in the disability community. 
The exclusion of children and youth with 
disabilities and their families and their 
organizations does not allow for an 
informed discussion of their needs, reaf- 
firms the message that their voices have 
no value, and violates the Charter and the 
democratic process of this country. 



DISABILITIES AND FAMILIES 

We celebrate our children who 
have called forth our humanity 

As families from across Canada who have 
children and youth with disabilities, we call 
into question the underlying assumption 
that in a perfect world there is no disability. 
From our hearts and experiences, we cel- 
ebrate all our children — especially those 
with disabilities — because they have 
helped us to learn what it is to be truly 
human. Their gifts, including their fierce 
determination, have helped us to build 
better lives and healthier families and com- 
munities. The Centres of Excellence initiative 
should celebrate their courage, and use their 
lives as models of truly healthy develop- 
ment. 

Our goal is simple 

Our goal is simple. As an integral part of the 
National Children's Agenda, Canadians need: 

• to build consensus around a basic under- 
standing of what it means to be human 

• to respect the Charter of Rights and 
Freedoms which guarantees equality rights 
for people with disabilities 

• to build consensus around a framework 
to guide the building of supports in local 
communities that promote the culture, 
heritage, language and traditions, meet 
the needs, and secure the rights of chil- 
dren and youth with disabilities and their 
families 

• to protect the treaty rights of First Na- 
tions' children and youth with disabilities 
and their families and to ensure that their 
needs are recognized and met 

• to apply the framework according to a 
model of collaboration, partnerships and 
accountability that crosscuts jurisdictions 
and sectors and is guided by children and 
youth with disabilities and their families 

• to make the principle of inclusion the 
prime value in the process for selecting 
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issues for the Centres of Excellence. This 
would ensure that the voices of those who 
celebrate the lives of people with disabili- 
ties are heard and that all people with 
disabilities will be included and valued as 
full citizens of our communities. 



It's time to recognize the natural diversity of 
human life as being essential to embracing 
our own humanity. 

It's time to make things better. 
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APPENDIX B 

RECENT RESEARCH ON 
CHILDREN AND FAMILIES BY 
THE ROEHER INSTITUTE 



A number of recent research studies con- 
ducted by The Roeher Institute inform the 
policy goals and strategies outlined in this 
document: 

Count Us In: demographic overview of child- 
hood and disability provides an overview of 
the number of children with disabilities, 
their household, social, and economic 
status, and the scale of issues their families 
face. 

Beyond the Limits: mothers caring for children 
with disabilities is a study based on indepth 
interviews with mothers caring for children 
in five provinces — how they are coping; the 
time they put into caring for their children; 
the issues they face in accessing services; and 
the supports their families require. 

Finding a way in: parents on social assistance 
caring for children with disparities reports on 
interviews with parents on social assistance 
in British Columbia, Alberta and Ontario, 
and includes a review of social assistance 
and child care policies (providing some 
update to The Institute's earlier national 
study on children with a disability and 
access to child care — Right Off the Bat: A 
Study of Inclusive Child Care in Canada). The 
study examines the realities of life on social 
assistance when a parent is also caring for a 
child with a disability, and the challenges 
faced in trying to get paid work. 

When Kids Belong: supporting children with 
complex medical needs — at home and in the 
community — reports on an extensive litera- 

O 




ture review, focus groups and interviews 
with physicians, other health professionals, 
hospital-based social workers and parents. 

It examines the kinds of planning supports 
needed so that children with complex medi- 
cal needs can move from acute care to live at 
home with their families. 

Supported Health Planning — a model is based 
on the research reported in When Kids 
Belong. It outlines a community-based 
model to assist families, health care profes- 
sionals and community services build an 
integrated services and supports system for 
children with complex medical needs. 

Labour Force Inclusion of Parents Caring for 
Children with Disabilities provides an account 
of how parents are faring in the paid labour 
market — the downward career paths many 
end up following. Drawing on a review of 
employment practices, A Guide for Employers 
outlines practical measures employers can 
take to provide parents with the needed 
flexibilities and supports that assist them in 
caring for children and holding down a 
paying job. 

Literature Review on School Health Support 
Services outlines issues in access to services, 
best practices in delivery and models of 
coordinated and integrated services. 

Genomes and Justice examines the genetic 
technology revolution and how it is shaping 
health care decision making when fetuses 
are identified as having "genetic deficien- 
cies". As a study in ethics, questions are 

21 
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raised about how genetic differences have 
become genetic "deficiencies". The report 
considers the consequences for how chil- 
dren with disabilities are viewed and valued 
now, and will be in future generations. The 



study advances a set of ethical principles to 
guide health care decision making that focus 
on respect for diversity, non-discrimination 
and support in decision making. 
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APPENDIX C 

KEY iniGREDIEIUTS FOR 
COMMUIUITY SERVICES 



A recent review of literature undertaken by 
The Roeher Institute identifies "ingredients" 
of community supports that enable inclu- 
sion of children and families. These ingredi- 
ents include: 

• stated values and commitments, for full 
inclusion, respect and support for chil- 
dren and their families 

• status and consumer power for families and 
personal networks in decision making 
about services/supports (through indi- 
vidualized funding, and/or other mecha- 
nisms) 

• planning and coordination assistance di- 
rectly accountable to families that recog- 
nizes the needs and wishes of the family 
as a whole 

• accessible and accommodating supports and 
services (transportation, health services, 
recreation, etc.) 

• links/referral to assist in accessing other 
community resources and services (e.g. 
through information networks, resource 
directories, referral services) 



• opportunities for involvement of families of 
children with disabilities in directing the 
organization/agency providing supports 
(e.g. through board involvement, consul- 
tations, etc.) 

• collaboration between one support/service 
and other services (sharing information, 
common planning approach, shared 
values) 

• staff training and development to ensure 
that support is respectful of all children 
and families and is able to meet needs 

• accountability mechanisms for holding the 
providing organization/agency/person 
accountable for meeting values and com- 
mitments to inclusion, respect and sup- 
port for children with disabilities and 
their families. 
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